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Preface
Asthma is growing public health concern. Nationally it has been described as an

epidemic and in Manchester, Connecticut, a suburb of Hartford, it has been identified as
one of 21 priority health concerns for the community.

The East of the River Wellness Collaborative, serving Manchester and East

Hartford, Connecticut, another suburb of Hartford, received a grant from the State

Department of Public Health to study childhood asthma within their respective
communities. The grant was received in late January 2001. The terms of the grant

specified data collection by the end of March 2001 and submission of a final report by

May 15, 2001.
This thesis documents the approach and the results of the data collection and

research conducted within Manchester and East Hartford to fulfill the grant requirements.

Based on the research, this thesis also makes recommendations for community based

interventions and programs to improve the monitoring and management of childhood
asthma.
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I. Introduction
National Trends

Childhood asthma is a growing public health concern and is considered an

epidemic. Nationally, asthma is the most common chronic illness among children,

affecting 10% of the children of the United States (Hagen, 1999), and can be life
threatening if not treated. When asthma is not well controlled, it may severely disrupt the
living patterns of the children and their families. Asthma ranks first in hospitalizations
and emergency room visits among children with chronic illnesses. In comparison to
children without asthma, young people with asthma use three times as many

prescriptions, have two times as many ambulatory care visits, two times as many

emergency room visits, and are hospitalized three and a half times more often. The
national cost for treatment of asthmatic children under 18 years of age is $3.2 billion. The
illness causes 10 million lost school days annually and is the leading cause of school

absenteeism. (American Lung Association, 1998) This is particularly troublesome

because most education experts believe that spending time in a learning environment is
essential to succeeding in school.

Many children do not receive adequate asthma care. A child with under treated
asthma may experience an episode suddenly and with little warning. The seeming

unpredictability of asthma episodes may cause parents to worry incessantly and
unnecessarily about their child’s well being. When an asthma episode occurs in school, it

causes anxiety for everyone- the child, teacher and school nurse. Asthma also interferes
with after school and extra curricular activities. Breathing trouble during a sporting event
not only embarrasses the child, it often brings the unwanted advice to limit physical

activities. Such restrictions damage the child’s self-esteem and are rarely necessary.
The reason for the asthma epidemic is unknown. It has been called a quiet

epidemic because it has not created bold headlines, large demonstrations or loud calls for
public action. One reason is that it’s a childhood illness and there is a convergence of risk
factors resulting in greater burdens of the disease among poor families. Children and the

poor have little political clout. Another reason asthma doesn’t get much attention is
because it can be a manageable condition.

A lot of work and study has gone into establishing and refining the National
Institutes of Health Guidelines for the Diagnosis and Management of Asthma, which, if

followed, can reduce the severity and frequency of asthma episodes. Still, for many
reasons adherence to the guidelines is poor, despite a concurrent improvement in the

medical knowledge about treating asthma. (Miller, 1999; Edelson, 2000) Physicians may
not be familiar with the guidelines or they may not have sufficient time to devote to

patient education. As a result, many children do not receive the appropriate medications,
education or equipment to manage their asthma. Failure to recognize early warning

signs, poor compliance with monitoring and medication, physician under diagnosis and
under treatment, all indicate a need for more coordinated asthma education and special

strategies to reach at risk children.

Clinical Knowledge Summary

Although asthma is a disease that has been described for centuries, there is still no
universally agreed upon definition. It is a disease caused by increased reaction
of the airways to various stimuli, resulting in a constriction of the airways and the

increased secretion of mucus. Asthma presents in a wide variety of ways including

wheezing, difficulty breathing, and tightness in the chest and coughing, making diagnosis
and classification of severity difficult to determine. (Thomas, 1993) However, in order to

effectively manage the disease, it is essential to definitively characterize the child’s
condition in order to prescribe an individual treatment and maintenance program. The

greatest single threat to the patient is complacency about the severity of the disease- on

the patients’ part, their caregivers, the doctor, and the medical care system. Failure to

recognize the level of asthma severity can lead to unnecessary complications. This
requires a strong patient-physician relationship and faithful adherence to the prescribed
medication regimen.

Causative Factors
Causative factors may be classified into two broad categories: extrinsic and
intrinsic. Extrinsic asthma (also called allergic or atopic asthma) is the most common

form of the disease and is caused by some environmental factor, an allergic reaction, or is

hereditary. In these cases asthma has most likely been caused by indoor or outdoor air

pollution (for example, exposure to tobacco smoke, strong odors, poor ventilation and

exhaust), allergens inhaled from the air (pollen, mold spores, animal dander or dust) or
infections of the respiratory tract, occasionally by the ingestion of certain foods (eggs,
shellfish or chocolate) and drugs (aspirin), and after exercise, especially in the cold air.
Intrinsic asthma (also known as non-allergic or non-atopic asthma) is the classification

given to the disease where no external cause of asthma can be found. As examples, the
disease may have been precipitated by infection of the upper or lower respiratory tracts or

has developed in persons with allergies of unknown causes. (Thomas, 1993)

However classified, recurrence and severity of the asthma are greatly influenced
by secondary factors brought on by the environment, exposure to air pollutants, mental
and physical fatigue, emotional distress and endocrine changes. Furthermore, these
conditions are exacerbated by crowded living conditions and low socioeconomic status.
Risk Factors

Depending on the classification of asthma, the risk factors vary. Increased
morbidity is associated with factors that are categorized as environmental, low
socioeconomic status, individual characteristics and access to healthcare. The primary
risk factor, since there are so many varieties, differs from person to person and, often

over time, in the same person. Many factors are interrelated, such as the increased

exposure to environmental factors in individuals of low socioeconomic status. Other

factors, such as respiratory infections, are important because they trigger expression of
asthma in individuals at risk genetically.

While no age is exempt, asthma can be considered a bimodal disease with higher

prevalence rates among children/young adults under age 18 and adults over age 75 than

among the rest of the population. The incidence of new asthma cases is highest in
children younger than five years of age. (American Lung Association, 1998)

Gender
Prevalence rates of asthma are highest in boys and are increasing in both boys and

girls. (President’s Task Force, 2000)
Socio-Economic

Poverty is the primary social factor associated with asthma. Those who live in
low-income households have higher rates of asthma and more severe asthma attacks than

those from middle and high income families. (Grant, Lyttle and Weiss, 2000) Research
suggests several reasons to explain this" the poor often have inadequate access to a
consistent source of primary care; they are more likely to live in poor housing conditions

with increased exposure to indoor air pollutants; and, they live in areas within towns that

have facilities discharging ambient air pollutants.

Race/Ethnicity
African-American children have a slightly higher risk of getting asthma than
white American children, but have a much higher risk of hospitalization or death due to
the disease. (President’s Task Force, 2000) While race/ethnicity has been identified as a
risk factor, many of the factors related to the environment and socioeconomic status are

also found in many other segments of the population. Attitudes toward healthcare and

disease management, cultural biases that affect the degree of adherence with asthma

treatment, and access to affordable quality health care, may also put certain social/ethnic

groups at greater risk. (American Ling Association, 1997)

Impact o1-1 the Individual, Family.and Community
Children with asthma often suffer from a decreased ability to function, ranging
fiom restricted day-to-day activities and lost school and work days, to the high likelihood

of developing psychological problems, which tend to manifest themselves in depression.

Additionally it has been estimated that the expense of treating asthmatics of all ages
accounts for between 1% and 3% of all health care expenditures in the United

States, so

the financial effect on a family’s standard of living can be felt as well. (President’s Task

Force, 2000)
Childhood asthma is an expensive disease to treat. A severe asthmatic child

makes frequent visits to doctors, often requires hospitalization or emergency room care,
and is taking prescription medications to control the severity and number of disease

episodes. As already cited, the direct costs for treating children under 18 years of age
with asthma are estimated $3.2 billion.

Treatment Goals
The goals of asthma therapy are to" (a) prevent chronic symptoms; (b) maintain

(near) normal pulmonary function; (c) maintain normal activity levels (including
exercise and other physical activity); (d) prevent recurrent exacerbations of asthma and
minimize the need for emergency department visits or hospitalizations; (e) provide

optimal pharmacotherapy with minimal or no adverse effects; and (f) meet patients’ and
families’ expectations of, and satisfaction with, asthma care.
Published Guidelines

Published guidelines for treating asthma were developed by the National Institutes

of Health in 1991 and revised in 1997. These guidelines have four components"

(1) patient education and partnership in care; (2) control of environmental factors,
contributing to asthma severity; (3) comprehensive drug therapy; and, (4) objective
measures to assess severity and monitor the course of drug therapy. In addition to the four

components described above, I would add a fifth- access to primary and follow-up
quality healthcare. believe that this is actually the most critical component to ensure

compliance, following proper diagnosis and development of a personalized treatment.
(National Institutes of Health, 1997)

Access to Quality Healthcare
Asthma requires careful diagnosis and classification in order to develop an

effective treatment plan. The ability to make an appropriate diagnosis is helped by a

strong patient-provider relationship and the time to do a complete history and work up to
confirm the presence, classification and level of severity. Unfortunately, the impact of

managed care and the increasingly larger role the primary care physician plays in today’s
healthcare delivery system, have the potential to limit access to specialty care and

jeopardize the all important first step of properly diagnosing the illness.

Patient Education

Ongoing education is an essential component of the asthma treatment plan.
Education should address the purpose and proper use of medications, inhalers, nebulizers,

and peak flow meters. Complete understanding of the difference between medications
that reduce inflammation and medications that relieve symptoms is needed, as is the

proper technique for inhaling medications. A peak flow meter should be prescribed and
its use demonstrated and explained as the way to monitor and manage the disease on a

day-to-day basis. Beyond the use of medicines and equipment, the child and the
caregivers must be provided education on how to avoid triggers and ways to modify their

physical environment and life styles.
Environmental Factors

Educational interventions alone are unlikely to significantly improve treatment

plan adherence. Studies conducted among children have found that adherent children
were more apt to be cared for by a parent (as opposed to a guardian or caretaker) and to

be in an allergist’s care. Likewise, family conflict and poor family communication
patterns contribute to reduced compliance. Cultural perspectives need to be considered

and the ethno-medical practices of the family and the community need to be integrated
with traditional biomedical treatments. Indoor health hazards associated with asthma

include tobacco smoke, cockroaches, mice, mold, water damage, and dust mites. Other
environmental control interventions include public health enforcement of building codes
and sanitation laws to control allergens and measures designed to improve air quality and

mitigate temperature extremes. (Douglas, 2000)

Drug Therapy
Inappropriate drug therapy is one of the strongest contributors to asthma morbidity.
Undemse of medications is as dangerous as overuse. Adherence problems are due

primarily to not understanding the prescribed treatment plan in combination with
economic, environmental, social and personal barriers for the child and/or their parents.

(Plaut, 1988) Outreach programs and in-school programs work but are limited because of
budget constraints. Rather than one shot, short-lived programs, continuous reinforcement
of behavior modification and individual drug therapy tailoring will be more effective but

availability is hard to sustain because of lack of funding and priority.
Measuring and Monitoring

Because poor adherence to treatment plans is so common, it is often difficult to
determine whether an emergency situation is attributable to underlying severity of the

asthma, inappropriate therapy, lack of understanding about the disease, or a misdiagnosis.
While there are several inexpensive techniques to measure adherence, such as use of a

peak flow meter and routine follow up care, all have limitations. Only through careful
interviewing and active listening can a true picture be drawn of the child’s adherence to
the plan of treatment. When an adherence problem is identified, one on one education,
behavioral counseling and tailoring the therapy have proven to be useful interventions.

II. Background
Changing Demographics of Manchester
Manchester, a suburb of Hartford and a town of approximately 51,000, has
experienced significant demographic changes in the last decade, primarily the result of
urban out-migration. Public policy initiatives developed in the late 1980s to address some

of the conditions occurring in the City of Hartford impacted the suburbs, including
Manchester. During the early 1990s, a sudden immigration of low/moderate-income
individuals and families moved into subsidized rental units which were concentrated in
certain residential neighborhoods in Manchester. This population included African-

Americans, Asians, and Hispanics, changing the racial composition of the neighborhoods.

In 1998, minority population accounted for 11% of Manchester’s population.
(Connecticut Department of Economic Development and Community Development,

2000). Another indicator of this demographic shift is school enrollment. In 1991 the
Manchester school system reported a total minority enrolment of 17 %; in 1998 minority

enrollment was reported at 30 %. The percentage of the total school population

participating in free or reduced price school lunches, an accepted indicator of the

prevalence of poverty, is 25 % in Manchester. (Town of Manchester, 1998). These
residents, especially their children, often have special social service needs.
While once a solidly middle class community, characterized by neighborhoods of

single family homes, Manchester has become more socio-economically diverse with a
wide variety of congregate housing, prone to poor indoor air quality. It is therefore not

surprising that childhood asthma is significant. It is estimated that the percentage of
10
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students with asthma who attend school in Manchester is 10%. (Town of Manchester,

1998)
Community Health Needs Assessment

Keeping people healthy and improving their quality of life have become national,
state and local goals. From the environment we live in and the food we eat, to our

lifestyles and behaviors, to the habits passed along through generations, good health

depends on having access to the right information to make good decisions and access to
affordable health care providers and resources. Manchester has recognized the need to

begin an ongoing process to monitor the community’s health. The first steps in this

process are a community health needs assessment and increasing awareness about health
concerns. The assessment effort was begun in January 1998 under the leadership of the

Manchester Health Department. To begin this process a Community Health Needs

Assessment Committee was established. Its membership was broad based and
represented the diverse interests and population of Manchester. The committee met over
the course of six months and, from an original list of 450 issues, selected 21 priority
health concerns, as well as defined measures and indicators for those concerns. This
information was provided to the community in the form of a report card, Manchester

Spotlight on Health. (see Appendix A). Each health priority had to meet the following
criteria: (1) have meaning and value to the community; (2) be measurable with available

(or at least collectible) and statistically reliable data to calculate prevalence, incidence
and other relevant measures; and, (3) be responsive to established and effective

interventions that could be implemented at the town level. Childhood asthma was
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identified as one of these priority health concerns. Local data on asthma have been much
harder to obtain than anyone associated with the Community Health Needs Assessment

committee anticipated, and that the data that are available are highly variable. Because

there is a lack of available data necessary to develop intervention strategies for children
with asthma, the Manchester community is at a disadvantage.

East of the River Wellness Collaborative
The East of the River Wellness Collaborative is a three year old community

coalition building organization, formed to provide comprehensive health programs and
services within the Manchester, East Hartford, and Vernon communities.

One of the ways to identify the at risk population for childhood asthma was for
Manchester to conduct its own research and use it as baseline data in the development of
a strategy and plan that reduces/eliminates barriers to care for Manchester children with

asthma. This was the goal when the East of the River Wellness Collaborative applied for
a grant to study community health care needs for childhood asthma.

State of Connecticut Department of Public Health Grant
The grant was awarded to the town of Manchester, acting as fiduciary for the

Collaborative, in late January 2001. The terms of the grant specified that data collection
needed to be completed by the end of March 2001 and a final report needed to be
submitted by mid May 2001.
The grant had five deliverables: (1) identify, assemble and evaluate asthma data
sources for assessment; (2) identify at risk population subgroups; (3) identify barriers and
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obstacles to asthma education and treatment adherence; (4) identify current community
resources, gaps in resources and needed resources to implement interventions; and (5)

develop and prioritize appropriate and attainable interventions. Additionally, four new
members to the Collaborative’s Steering Committee were named and two meetings of the

expanded committee were held to discuss the issues and findings related to this grant.

Because of Manchester’s interest in childhood asthma from the community per
spective and the work being conducted at the state legislative level by the East

Hartford Department of Health and Social Services and their work with The Asthma

Center at the Connecticut Children’s Hospital, Manchester and East Hartford took the
lead in completing the grant. The findings, however, will benefit the health officials of all
the Collaborative’s member towns, along with caregivers and the children themselves,

and will be used to help children better manage their asthma.

III. East of the River Wellness Collaborative Childhood Asthma Grant

Purpose
The purpose of the grant from the State of Connecticut Department of Public

Health was for the East of the River Wellness Collaborative to:

Complement and enhance Manchester’s Community Health Needs Assessment
Committee activities by addressing the community identified health risk
indicator of childhood asthma.

Collect community specific data on the prevalence of childhood asthma,

identify available and missing resources.
Mobilize institutional and community support on the issue of childhood asthma.

Strengthen the ability of the collaborative to seek additional funding towards the
development of a comprehensive childhood asthma management program for
each community.
Research Method

Design
The grant provided funds to the towns of the East of the River Wellness
Collaborative to conduct preliminary research into the twin problems of identifying and

diagnosing at risk children and optimal ways for managing childhood asthma. With
limited funds and time the research effort had to be focused. The Collaborative decided to

focus on asthma of school-aged children, and collecting information form the schools and

parents of children with asthma.
14
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Because of time, money, and resource constraints, relevant secondary data sources
were identified and focus groups were organized. Focus groups were selected for primary

data collections because the method provides qualitative data, community and

professional perspectives, and would allow for the identification of broad themes about
the treatment of childhood asthma. Focus groups are also useful for generating an

understanding of barriers and facilitators to action.
The research included the collection and analysis of data from the following
sources (a) hospital admissions, emergency room utilization data, and school health

records; (b) focus groups with school nurses in both Manchester and East Hartford; and

(c) focus groups with parents of children with asthma in both Manchester and East
Hartford. Given the constraints of time and resources, it was not possible to conduct as

many in depth interviews with Manchester and East Hartford doctors as planned. One

phone interview was held with a Manchester doctor, and several short conversations with
the office staff of East Hartford doctors to ask their support in displaying the
announcement flyer for the focus groups. From the focus groups with the school nurses

and the parents, it was possible to obtain their perceptions of physician knowledge,

treatment, and patient education.

Parent Participants
Parents were recruited through the schools and physicians. Permission was needed
from each town’s school administration to send announcement flyers to parents of

school- aged children with asthma. This was received through the head nurse in each
town. School nurses in the East Hartford and Manchester communities were then asked to
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send the flyers announcing the focus groups for parents to discuss concerns and questions

they had about childhood asthma (see Appendix B). A cash incentive of $20.00 and a
light dinner were offered to increase the participation rate. Child care was also available
for the Manchester group. Three focus groups were held, one in Manchester at the Mary

Cheney Library, and two in East Hartford at the East Hartford Community Cultural

Center. Eleven mothers attended the focus groups, seven mothers from Manchester and
four mothers from East Hartford. Two more participants were expected in East Hartford.

However, the husband and wife who indicated they were going to attend did not show on
the evening of the group. Therefore, all participants were mothers.

A common discussion guide was used for all the groups and permission was asked
to tape the discussions (see Appendix C). For the East Hartford groups, the guide also

included a question about pharmacies and pharmacists, and one group was not taped

because it was attended by only one participant.
The children of the attending mothers ranged in age from 15 months to 18 years
old. Several mothers had two children with asthma and several mothers were asthmatics

themselves. Most children were diagnosed with asthma as infants or toddlers. Some of
the major findings included:
Asthma triggers varied- cold weather, allergies, exercise
Children were on a variety of drug regimens.

All had health insurance plans that cover prescriptions; most plans required a co-

pay
The majority used a specialist for their child’s asthma.
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Two participants were Hispanic Americans.
All Manchester parents appeared to be middle class; East Hartford parents

appeared to be of a lower socio-economic status.

Two participants admitted to having a smoker in the house; one had two dogs and
one had a guinea pig.

Most of the participants’ children attended public schools; two sent their children
to an elementary parochial school.

Nurse Participants

In both East Hartford and Manchester, school nurses are at the front line in providing
primary care to their students during the school day. The head nurse in each community
identified a group of nurses to discuss childhood asthma in the school system. In

Manchester an open invitation was sent to the nurses inviting them to attend the
discussion group; nine nurses (a sample) expressed interest and attended the group. In

East Hartford, the discussion was part of a regularly scheduled staff meeting; about 20
(nearly all) attended the meeting.
The same questions were used for discussion in both nurses’ groups an permission
was asked to have the discussions taped (see Appendix D). In the East Hartford group an
additional question was included on whether residents take their children to a hospital

emergency room, clinic, or their primary care doctor to receive acute care. Manchester
nurses were very enthusiastic about the topic and were eager to participate in any future

programs. East Hartford nurses seemed less interested. This may have been due to the
discussion occurring as part of a required staff meeting, coveting many administrative
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issues, and the fact that there was no decision making opportunity to participate based on
interest in childhood asthma. Both group of nurses made similar assessments of the
disease within their schools.

Results
Evaluation of Childhood Asthma Data Sources

We identified several sources where we thought we could retrieve data on
childhood asthma. This list included hospital and emergency rooms, schools, doctors’

offices, clinics and the Department of Health. Because of time constraints we were only
able to obtain data from the Department of Public Health, Eastern Connecticut Health
Network, and the Manchester schools.

In Manchester, the school nurses were asked to provide the asthma prevalence data
on a school-by-school basis. These data were obtained from school records with

permission from the administration. These data can be used as a baseline for future work.

As shown in Table 1, there were 9,229 children in school, and 1,113 or 12% had been
diagnosed with asthma. These numbers include both public and non-public school
enrollments. A breakdown shows:
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Table 1
Childhood Asthma within the Manchester School System

School Enrollment

Number of Children
with Asthma

Percentage of Children

School Type

Elementary

3,700

442

12%

Middle School

1,807

221

12%

High School

2,028

275

14%

1,694

175

10%

9,229

1,113

12%

Non-Public

(All grades)
Total

with Asthma

Source Manchester School Nurses, April 2001.
The Manchester nurses reported that they were concerned about the validity and

reliability of the data. These concerns are due to two major factors" over reliance on using

episodes of wheezing in making the diagnosis; and, diagnoses are not always current,
especially for older children who may still carry a diagnosis from the pre-kindergarten
physical. Despite these limitations, this is a fairly comprehensive source of information
that is maintained over time.
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Comparable data was not available from East Hartford for this project. The
relationships between town officials and the school administration are not as well

developed as Manchester, making the data less accessible.
Additionally, we collected recently compiled data from the Department of Public
Health on childhood asthma hospital admissions and emergency room visits from East
Hartford and Manchester. These data may be found in the Appendix.
Identification of At Risk Population Subgroups

The school nurses indicated that among the children who have been diagnosed
with asthma, those most at risk were involved in sports and not using their inhalers as

prescribed, those with seasonal triggers, and those with psycho-social or physical
stressors. In addition, the nurses felt that children from low socio-economic households

and minorities were at greater risk of acquiring the disease and for being untreated.
Identification of Barriers and Obstacles to Care

By far, the most common themes that emerged from the focus groups and the
conversation with the doctor was the need for more education and more communication.

In conducting the research, it was made clear that barriers to care exist within all groups
who are affected by this disease- parents, doctors and other medical providers, children,
and school personnel. These barriers are magnified by the insurance industry and the
financial ramifications that impact access and payment for care. Lack of reliable data and
the inability to access available data are also barriers.
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Parents
The school nurses and the mothers in both communities agreed that parental
barriers included lack of success in fostering adherence to the treatment plan, ignorance
about the disease and its triggers, and confusion over how to use/monitor their child’s use
of an inhaler and peak flow meter. The one doctor we spoke to was not complimentary
about what he called "lazy parents." He reported parents in his practice who still use

tobacco products around their children. He also has parents who "don’t want to listen"
and will only treat their children when there is an acute episode, rather than taking time to
learn how to help their children manage their asthma. Many mothers indicated they have
conducted their own research about childhood asthma. All acknowledged they still had

questions about the disease, its management, and how to treat it with prescribed
medications and equipment. One mother spoke for many when she said, "there is a lot to

know, a lot of drugs to be taken and I just don’t know why my son is taking one drug
versus another." Their knowledge levels varied, along with their confidence in their

ability to advocate for their children.

Doctors and Other Medical Providers
Mothers reported that their primary care doctors are sometimes reluctant to

diagnose asthma, prescribe medications and equipment, "use it if you want to and see the
need", and refer their children to specialists. Nurses, too, thought there was "some bias in

diagnosing, especially in high school boys." When this happens, parents and nurses

thought that the children were at a disadvantage because their treatment was either

delayed or they were not benefiting from the latest in treatment options. Most of the
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mothers who did not have a specialist caring for their child indicated they would like to
have a doctor who knew more about asthma and who was more willing to discuss care
and treatment options. Nurses report "few" children with asthma in both the Manchester
and East Hartford school systems have action plans from their doctors. This suggests the

doctors are not following the established National Institutes of Health guidelines for

treating asthma. Furthermore, the nurses indicated, "Kids with plans rarely use them or
their peak flow meters." They attributed this to missed opportunities for education and

lack of direct communication with the parent and the child during the doctor visit. In East

Hartford the nurses felt "there is not a lot of follow up" after the initial diagnosis, other
than automatic renewals of the medication.

In two of the mothers’ groups, pharmacists were also singled out for not being
current on the latest asthma medications and equipment. One mother shared that for

financial reasons she will often ask for samples. Her pharmacy often dispenses
medications that have exceeded their expiration date. Another mother, who has

researched a new medication for her son, recounted that she felt she had clearly
communicated with her pharmacist the equipment she had at home and yet, when she

brought the medicine home, she found out that it was not compatible with her equipment.
Children

Nurses feel "kids need to take responsibility for their inhalers"- for carrying
them, keeping them handy, not losing them, and knowing how to use them. Rather than
being made to feel "different," they need to feel comfortable and supported in the school
environment so they are not embarrassed to ask for help or to be excused from activities
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and class. Children need to know their triggers, when to use their inhalers, when to take a
drink of water, and when to slow down. Education and regular reinforcement about

controller drugs and reliever drugs and how to use a peak flow meter were identified as

very important in empowering children to be active and engaged in caring for themselves.
School Personnel

According to several mothers, many in the school system do not take asthmatic
children seriously. Teachers and physical education teachers have not been educated

about the disease. According to several mothers, many in the school system do not take
the disease, seriously and have not been trained to deal effectively with children with
asthma. In the Manchester group (although the sentiment also applies to East Hartford),
one mother said,

"They don’t seem to know how serious the disease can be- teachers don’t want
to give kids permission to go to the school nurse when they are in trouble, they
will open windows during the cold weather, and gym teachers make the kids run
longer than they are able. It seems there is more focus on the acute illnesses, the
broken bones and even lice than on asthma."
Asthmatic children miss many days of school and often find themselves having

trouble keeping up and catching up with schoolwork. Mothers want the schools to

acknowledge that absences may be lengthy and plan accordingly for tutors and time to
complete missed lessons. They want their children to be able to carry water bottles and
their medications. Mothers want the physical education teachers to know that on any

given day, an asthmatic child may not be able to exercise or participate in gym and on

sports teams, especially if the asthma is exercise induced. Mothers feel children with
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asthma need to be encouraged, while following their individual regimen of drugs and

exercises, to participate in activities that will increase their cardio-respiratory endurance.
Mothers expressed they want the school nurses to be advocates for their children
within the school system. Mothers look to the nurses to be the intermediaries between the
children, the teachers, and the administration in explaining the disease and how it’s

treated. Additionally nurses should educate parents and older children about the low cost
insurance available through the HUSKY plans.

Insurance and Financial Issues
Mothers are concerned about the cost of treating asthma. Medications are

expensive and there is the cost of lost work and lost wages for parents who stay home
when their kids are too sick to go to school. Financial limitations of the working poor and

long work hours may result in parents not knowing if their kids are adherent because they
are often not home to monitor treatment. In East Hartford, in particular, lack of insurance
was identified as a barrier to receiving proper care. Both the nurses and mothers reported

that even under a HUSKY plan, medical care and prescriptions were "still too

expensive."

East Hartford nurses reported when the "symptoms are bad, many of the kids go
to hospital emergency rooms because they don’t have a family doctor." They also felt

that the hospitals and clinics in Hartford were utilized more than Manchester Memorial

Hospital because the Eastern Connecticut Health Network doesn’t offer a sliding
payment scale.
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School nurses and mothers we spoke with felt managed care has limited
educational opportunities between the doctor and patient and compromised the ability to

build long-standing relationships with doctors and other medical providers. By extension,
a few mothers expressed "skepticism" about the drug treatment plans because of

suspected influence by the pharmaceutical industry.
Lack of Data

There is no one source for definitive data on the prevalence of childhood asthma.
Prevalence indicators of childhood asthma come from a variety of places" (1) the

Department of Public Health and the Connecticut Hospital Information Exchange
(CHIME) compile town by town data on hospital admissions and emergency room visits
among children (see Appendixes E and F); (2) the Eastern Connecticut Health Network
whose service area encompasses both East Hartford and Manchester compiles data

comparable to the state and CHIME; and (3) Manchester school nurses were able to
document childhood asthma within the schools based on the "disability sheets" they are

required to maintain by the American Disabilities Act (see Appendix G). These sources
have different criteria for what is reported, use inconsistent age group classifications, and
lack up-to-date diagnoses.
The ease of acquiring data is another variable. Without a credible source of data,
the ability to establish monitoring and surveillance programs to evaluate the effectiveness

of new interventions is compromised.

26
Identification of Community Based Resources

Most resources are offered through the schools. Nurses do what they can with the
limited resources available. Both groups of nurses indicated that the lack of support and
financial resources within the schools prevents them from being able to coordinate

programs throughout the entire system or to fund them on an ongoing basis. The
American Lung Association’s "Open Airways" program has been used successfully

within both the Manchester and East Hartford school systems. Over the last two years the

program has been held in five schools in Manchester and in seven schools in East
Hartford. In East Hartford, asthma has been a topic in after school enrichment programs
and a bilingual Sesame Street program has been offered. Within the last month, the
Manchester Health Department sponsored a seminar, "A is for Asthma," on childhood

asthma for day care providers and pre-school teachers. ("Education," 2001)

East Hartford has three school-based clinics -one to serve the nine elementary
schools, one in the middle school, and one in the high school. In the middle school
clinic, a three-lesson program on asthma, presented by a respiratory therapist who

conducts assessments and provides instructions on how to use a peak flow meter, is

reported to have been well received. ("EH School Nurses," 2001)
Specific providers were mentioned in the focus groups, both by parents and the
school nurses, as being particularly well regarded for treating pediatric asthma. These
were: the Kids Station Pediatrics

(Dr. Donald Mordavsky) in Manchester; and the

Connecticut Asthma and Allergy Center (Drs. Louis Mendelson and Marshall

Grodofsky) with offices in Manchester and several other Connecticut towns.
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The American Lung Association has its Connecticut office in East Hartford and is

very helpful in providing materials and educational services. The Asthma Center at the
Connecticut Children’s Hospital in Hartford is also very active in studying childhood

asthma. The center has developed the "Easy Breathing Program," a community based
asthma diagnosis and treatment program, which has been implemented in Hartford with

primary care providers and Medicaid managed care (HUSKY) insured children. The

program incorporates provider training on the national asthma treatment guidelines and
how to make asthma diagnoses, educational materials for children and family members,
additional education for children who are hospitalized with asthma, and home visits by

outreach workers to advise parents on environmental causes of asthma. Results to date

suggest the program does improve the treatment of children with asthma and reduces the
use of emergency rooms and hospital beds. This indicates the management of asthma in

disadvantaged children can be greatly improved with a community-based program that
facilitates the identification of children with asthma and assists providers in

implementing the established national treatment guidelines. ("Asthma Training," 2001)
Discussions have begun between the East Hartford Department of Health and Social
Services and the Connecticut Children’s Hospital about replicating this program in east of

the river communities.

IV. Suggested Interventions
This research supports the development and implementation of programs to

increase awareness about the accepted treatment guidelines from the National Institutes
of Health and the availability of community based services, such as the "Open Airways"

program. The research also suggests these programs, in order to be as effective as

possible, must be multi-faceted and designed to reach all stakeholders. The content of
these programs should be focused on conveying new facts, altering attitudes, changing
behavior, and encouraging participation in the health care decision making process.

Important design elements are the clarity of the messages, the consistency in which the
information is being presented, the tone and appeal, the credibility of who is presenting

the information, and the relevance to the target audience. Equally important will be

assessing the need for bilingual material and the literacy level at which the material is
written. For these reasons, additional research with members of the target audiences will

be required to ensure that the programs have been appropriately designed.

Because of the availability of school collected data, it is recommended the goal of
these programs should be to achieve a one-to-one ratio of all children with asthma having
a complete and current asthma treatment plan. Based on the ideas generated from the

focus group discussions, a list of suggested community based interventions, program
elements, some specifics, and target audiences was developed (Table 2). These

suggestions apply to both Manchester and East Hartford.
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Table 2

Integrated Community Based Programs

Program

Sponsored by collaborative

iSpeakers to include

Seminar on Childhood Asthma

Target Audience

Some Program Specifies

recognized authority on childhood
asthma
pharmacist to discuss latest in

Doctors
Parents/Caregivers
Daycare providers
School nurses

medications

parent
child
Education materials available
Peak flow meters available

Open Airways, American Lung
Association

Teacher In-Service Asthma
Awareness Program

Hold in all elementary schools
Supplement with parents sessions
Present with school nurses,
pharmacists, and Health

Department personnel
Present information on asthma the

disease, its triggers, how to treat
Present with school nurse
Seek funding to purchase and make
available at seminars and schools
Cost/No
Meters
Cost Peak Flow
Low
Work with pharmacists and drug
and Sample Medications
companies

PTA Asthma Awareness Program
"Disability Sheet" Reporting

Smoking Cessation Program

Present with school nurse
Require completion on every child
with asthma
Promote availability
Provide vouchers to encourage
attendance
Work with pharmacists and drug
companies to provide low cost/no
cost medication (gum, patch, etc.)
Purchase, develop material including
action plan, fact sheet, check list,

Education Material

HUSKY Outreach

Support Groups

etc.

Make available through school and
pharmacies
Deliver to doctors
Promote and explain program
Provide assistance in enrolling
Use doctor’s office, hospital and
clinics and pharmacies to link
parents of children with asthma

Children
Parents/Caregivers

Teachers
Coaches

Parents
Children

Parents/Caregivers

School nurses
Parents/Caregivers who smoke
Siblings who smoke

Children

Parents/Caregivers
Doctors
Pharmacists

Parents/Caregivers

P arents/Caregivers
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Table 2 (cont.)

Integrated Community Based Program

Mentoring/Tutoring Program for
Children with Asthma
Babysitter Program for Children
with Asthma
Air Quality Tests

Target Audience

Some Program Specifies

Program

Identify older children with asthma to
mentor/tutor younger children

Children

Identify older children with asthma
to babysit for younger
children with asthma
I’est air quality within schools
Develop corrective action

Children

Parents/Caregivers
School personnel

Finally to measure effectiveness of both program content and process, evaluation
activities are required. A five-step plan is proposed"

Step 1" Develop goals and objectives
Step 2 Select evaluation measures

Step 3" Design data collection and analysis methodology
Step 4" Develop schedule and plan for managing the evaluation activities
Step 5" Determine and communicate how results will be used and shared.
Healthier communities can be achieved through collaboration in pursuit of the
shared goal of reducing the burden placed on the community because of poorly treated

childhood asthma. Improving the health status of Manchester and East Hartford will

require collaboration to develop an integrated approach that leverages available resources
and the influence of community leaders and local institutions, civic and faith based

organizations, government agencies and departments, schools, health care professionals
and facilities, and families. ("New Jersey," 1999)

V. Appendix
Appendix A. Manchester Sp.otlight on Health, Community Health Needs
Assessment, Manchester
Appendix B. Announcement Flyer for East Hartford and Manchester
Focus Groups with Parents
Appendix C. Discussion Guide- Focus Groups with Parents of
Asthmatic Children in East Hartford and Manchester

Appendix D. Discussion Guide- Focus Groups with School Nurses in East
Hartford and Manchester
Appendix E. State of Connecticut Department of Public Health, East
Hartford Summary of Hospital Admissions with Primary
Diagnosis o f Asthma, 1992-1998
Appendix F.

State of Connecticut Department of Public Health,
Manchester Summary of Hospital Admission with Primary
Diagnosis of Asthma, 1992-1998

Appendix G. Childhood Asthma in Manchester- School Nurses Worksheet
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Appendix B

Does your child have asthma?
Do you have issues or concerns regarding your child’s
asthma? How has asthma affected your family?

Come and speak out
at an

Asthma Focus Group
Wednesday, May 2, 2001
6-8 p.m.
East Hartford Community Cultural Center
50 Chapman Place Room 11
Sponsored by:

East Hartford Department of Health and Social Services

All participants will receive
a light dinner and a cash payment!
SPACE IS LIMITED.

To register, call Joy at 547-4618 by May 1 t.
All callers will be entered into a drawing for a
cash prize!
Sponsored by funds received by the CT Department of Public Health.
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CHILDHOOD ASTHMA-PARENT/GUARDIAN DISCUSSION GUIDE
March 26, April 25, May 2
Imroductions, purpose of discussion, how results will be used, permission to tape

Explanation ofthe focus group format- no fight or wrong answers, want to hear
from you on your experiences caring for an asthmatic child and ways to make it
easier for children and their families to control their asthma
Introduction of participants.

Age of child/children with asthma; age at diagnosis
School
Primary provider ofasthma care- doctor, hospital, clinic
Insurance- does it cover doctors’ visits, hospital visits/admissions, drugs/other
meds
Medications prescribed

Knowledge of asthma
What is asthma? What are your child’s triggers? What happens when you have an
asthma attack?
What were the symptoms that led to the asthma diagnosis?
Did you bring these to the doctor’s attemion/did the doctor bring them to you
Where do you go to find om information about asthma? Whom do you rely on for
the information?

What’s been your experience when you go to the doctor, clinic, hospital

Thoroughness
Time spent with you and your child
Individualized care/education
Explanation and discussion of alternatives

What do the providers do fight; what should they be doing differemly
Asthma Treatment

Was an asthma action plan prepared? What do you see as the benefits in following
the plan? Does the plan make sense, is it understandable? What is your experience
in following it ha it been easy, difficult? What are the obstacles? What are some
ways to make it easier to follow? What’s your child’s reaction to the plan?
Are you familiar with a Peak Flow Meter? What’s been you r experience with it?
What’s your knowledge of zones?
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Asthmatics are otten required to take medications. What’s your child’s reaction to
taking the meds? What has been your experience with administering the
medications- has it been easy, difficult? What do you know about the
medications do you feel you know enough about how to administer them, their
side effects, etc.? Have you noticed a difference? Do you believe they will make a
difference? What can be done differently to make the reeds easier to administer?
What kinds of asthma education materials have you been provided with? Is there
anything in particular that stands out? Do you find the material helpful? In what
ways can the material be improved?

What impact does asthma have on your family? What can be done to lessen the
impact on your family?

Community resources
Providers
Schools
What impact does asthma have on the child?

Self-esteem
Schoolwork and attendance
Activities
What can be done to lessen the impact on the child?

Cormnunity resources
Providers
Schools

Community Resources- awareness level and opiniom
School nurses

Open Airways program
Other
What ONE TILING will make it easier for you to take care of your child?

Is there anything we have forgotten to discuss?
Thank you.
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CHILDHOOD ASTHMA -CARE PROVIDERS (NURSES) DISCUSSION GUIDE

Introductions.

Explanation of grant and what we are trying to accomplish.

Has percentage of school-aged children (K through 12) been
increasing/decreasing over the last two years? What do you believe are the
contributing factors to this trend?
About how many children in your schools have been diagnosed with
asthma? How would you classify this number with regard to asthma
severity- mild intermittent, mild persistent, moderate persistent or severe
persistent?

Do you/nave you offered any special asthma educational programs? How
would you describe their effectiveness? What has been the feedback from
their intended target audience? How would you change?

Note: Copies of the program materials/any educational materials used will
be helpful.

Do you use the NIH guidelines? As written? With modifications? What do
you see as the major problems, if any, with the guidelines? How would you
improve them to better meet the needs of the children you see and care for.
What percentage of children with asthma has self-management plans?
What percentage has asthma action plans? Have these percentages been
increasing/decreasing and why? What is your assessment of these plans?
What is your role is ensuring compliance with these plans? In what ways do
the schools support you in fulfilling your responsibilities?

Explain the Theory of Reasoned Action and how it relates to asthma care
and compliance rates.
External Variables (demographics, personality traits)
Attitudes toward the Behavior (beliefs that the behavior leads to certain
outcomes and evaluations of the outcomes)
Subjective Norms (beliefs that specific individuals/groups think the
behavior should/should not be performed and motivation to comply)
Behavior Intention
Target Behavior
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What’s been your experience with asthmatic children/their caregivers in
following the self-management programs and action plans? What do you
feel are the attitudes and norms that influence the rate of compliance with
recommended interventions? What do you feel are the negative and
positive consequences asthmatics hold with regard to complying with their
treatment plan? How have you had to modify your approach to improve
compliance?
What are the issues/barriers/gaps you see in providing asthma care and
education? What can be done to improve/change attitudes and intentions to

comply?

How can the schools, the Health Department, the hospital and clinics,
parent s and patients make it easier to care for asthmatic children?
What is your number one priority? And why?
Discuss research plans with care seekers. Ask for names of parents.

What about two groups- one with parents of younger children, one with
parents of older children/older children themselves

Next steps and THANK YOU.
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